Adolescent and Young Adult (AYA) cancer patients have been described as being orphaned in the system. A major study, investigated the experiences of family members who had an adolescents or young adult who lived with and eventually died of cancer. The participants were a self-selected purposeful sample of 26 family members. Selected methods of narrative analysis were used to create themes in a meta-narrative of the family member's experience. One of the themes to emerge from the families meta-narrative was the change in the focus of care. Six of the family member's stories spoke of the palliative care transition. Specific to this was the experience of the transition to place of death with particular reference to dying at home. The results suggest that the transition into palliative should occur sooner rather than later for appropriate supports to be in place to facilitate this transition.
Introduction
Adolescents and Young Adults (AYAs) with cancer have been described as being orphaned in the system [1] . This is despite twice as many AYAs being diagnosis with cancer as children [2] and having a higher mortality rate than both children and adults [2, 3] . Some factors identified to account for this disadvantage include; medical issues specific to AYAs with cancer, [4, 5] delay in diagnosis, [4] fragmented services and lack of access to clinical trials [3, 4, 6, 7] and psychosocial/ life stage issues [3, 6] . The fragmentation of services is a result of AYAs being cared for in two systems of care, the paediatric and the adult [8] with different goals and philosophies of care. This has implications not only for medical treatment of AYAs with cancer, but also presents problems in providing targeted support services.
O'Brien et al. [9] identified the following issues that account for the lack of support services. Support services vary across adult hospitals and are fewer than those provided by specialist paediatric hospitals. Support services provided both in paediatric or adult hospitals are not designed for the AYA age group and the lack of critical mass in either system limits the provision of optimal support services. These issues are amplified during the dying stage of the cancer journey. The supported services associated with place of death being of particular significance. This paper presents part of a larger study that interviewed 26 family members who had an AYA live with and die from cancer. The methodology of choice was narrative inquiry with a combination of narrative and qualitative methods to create a metanarrative of commonalities and differences in the experiences of the family members. From the literature the decision of where to die is an important consideration during the dying trajectory. The theme, changing the focus of care was identified from six family member's stories. This theme suggests that the discussions on place of death should occur early in the transition to palliative care so that support of the AYA and the family is enhanced, regardless of where palliative care is delivered.
Literature Review
Effective and compassionate communication with a child and their family has been associated with high quality, end of life care and the establishment of realistic goals [10] . Further to this, the earlier the child and the family are aware of the terminal nature of the illness the better the integration of palliative care and an improved quality of life [10] . This is also true for AYA's and their families. Freyer [11] George and Craig [12] George and Hutton [13] and Beale et al. [14] all agree that in order for the dying adolescent to understand and make informed decisions, parents and physicians from the commencement of treatment need to commit to open honest communication with the young person.
This commitment to honest communication has implications for the timing of discussions on the transition into palliative care. For example Wolfe et al. [15] found that the longer the intervals between the discussions of hospice care and death, the more likely the child was to be calm and peaceful during the last month of life. This study suggests that having the opportunity and time to discuss the transition to palliative care results in a more peaceful death.
The ability to engage in discussions about the transition into palliative care results in informed decisions being made regarding the place of death for the AYA. The place of death can occur in: the paediatric or adult hospital, hospice and palliative care, or at home. The place of death has been demonstrated to influence the experience of dying and death for AYAs and their families.
Grinyer and Thomas [16] , Bell et al. [17] and Hinds et al. [18] identified the preference for most people with terminal cancer to die in their own home. This is supported by Foreman et al. [19] (Adelaide, Australia) population survey. In this survey the strong preference to die at home was particularly evident for young people.
Grinyer and Thomas [16] used the narrative correspondence method with parents to examine the experience and place of death concerns for thirteen AYAs dying of cancer. In this study two thirds of the young people died at home. The parents wrote of how a home death provided the opportunity to be surrounded by family and friends and stress for the family, with many wanting respite towards the end. The participants also noted a difference in care from those health care professionals with specialist knowledge compared to others.
Perreault et al. [25] conducted a phenomenological study of six primary carers and four support persons. The age of the participants in this study was not mentioned but all were required to be over 18 years. The participants were asked to describe the experience of a family member caring for a dying loved one at home. The decision to care for the loved one at home was initiated at the time of diagnosis. As the illness progressed the caregivers felt a sense of helplessness and isolation, which was associated with the inability to relieve the patient's pain and discomfort and watching the suffering associated with the progression of the disease. This was compounded by a lack of support from health care professionals and the physical and emotional limitations of the carer to provide the care required for their loved one. These factors were associated with the decision to admit the loved one into palliative care. These studies suggest that the capacity to care for an AYA at home is dependent on numerous factors which include the opportunity to engage in EOL discussions, the decisions as to when and how to stop aggressive treatment within a curative system, the amount of specialist support in the community and the ability of a carer to cope with the emotional and physical labour of caring for a loved one at home.
This literature provides evidence that the preference to die at home has numerous barriers; which include lack of honest timely communication, the emphasis on treatment in the curative system, time of referral to the palliative system, adequate support and resources in the community and the capacity of the carer to provide care during the dying trajectory.
Objectives
The purpose of the major study was to uncover, through family members telling their stories, their experience following the diagnosis, treatment, dying and death of an AYA member (aged 12-25 years). This paper as part of that study presents narrative accounts of six family member's stories recounting the transition into palliative care focussing on the place of death.
Methodology
Narrative inquiry was chosen as the most appropriate methodology for this study. Narrative inquiry lends itself to the research aims and objectives due to its philosophical underpinnings. Narrative inquiry uses stories to describe human experience [26] [27] [28] . Frank [29] further expands this, believing stories of suffering produce a testimony of the person's lived experience which can facilitate healing. The major study asked family members to tell the story of their son, daughter, grandson, or sibling's cancer journey from diagnosis to death. The stories are stories of suffering and, as such, are examples of the illness narratives described by Frank [29] .
Method
Full ethical approval was obtained from Southern Cross University's Human Research Ethics Committee before the commencement of this study (Approval number ECN -05 -146).
Recruitment of family members
The participants in this study were a purposeful sample of family members who have experienced the death of an AYA due to cancer. The inclusion criteria included family members:
• parents, siblings and grandparents aged 12 to 65 to provide a sacred space for the young person to die. Monterosso and Kristjanson [20] noted that parents' desire to care for the child at home coincided with the need to spend increasing amounts of time with their dying child. Despite this the overall number of cancer patients who die in Atheir home is relatively small [16] [17] [18] [19] suggesting that preferences fail to be fulfilled during the terminal phase of the cancer journey.
The fact that preferences to die at home may not be considered, could be a reflection of the curative medical system in which cancer is treated and, as such, carers and patients not being aware of alternative options. Stillion and Papadatou [21] hypothesised that because of the unacceptability of child and adolescent dying, family and medical personnel often fight longer with aggressive treatment for younger people who are dying, and the opportunity to make end of life decisions about where to die can be lost. In support of this Wolfe et al. [15] examined medical records and interviewed 113 parents whose child had died of cancer. The study revealed 80% of the children died of the progression of the cancer and the rest from treatment complications. This study found that most patients received aggressive treatment at the end of life which was associated with substantial suffering, because symptom management was seldom successful. Added to this the parents' reported the children had little or no fun, were sad, were not calm and peaceful and were often afraid, reflecting a poor quality of life for these children [15] . To alleviate this suffering Hinds et al. [18] believe that accurate diagnosing of when a child or adolescent is dying would provide families with the time to choose a model of care which best suits them. Wolfe et al. [15] further suggest that palliation may need to be incorporated with curative treatment where the likelihood of long-term survival is low.
The wish to die at home was not always possible, for other reasons, as Zelcer et al. [22] discovered in their focus group interviews with 25 parents of 17 children who had died of a brain tumour. Despite wanting to die at home there were barriers to achieving this outcome, which included an inability to manage the symptoms at home, the financial and practical hardships and whether or not there was adequate support within the community.
Hudson's, [23] Australian exploratory study with primary family carers of 47 advanced cancer patients with a mean age 60, two thirds of whom were female, identified similar challenges. Findings revealed the carer's ill health, lack of skills to manage the symptoms, lack of support from health care professionals, additional stress from other family members, the stress of watching the loved one deteriorate before their eyes, the uncertainty of what would happen next and having no time for self, were obstacles to dying at home. Although, less clearly articulated, 60% of the participants in this study spoke of the positive aspects of a loved one dying at home which included a sense of being a stronger person, the ability to care for the person they love, being together and becoming closer.
Hannan and Gibson's [24] UK interpretative phenomenological analysis of five families whose child had died of cancer explored the decisions made by parents as to place of death. The parents found the decision as to where to care for the child during the dying trajectory was based on the wish to value the time left. The parents did not make a conscious decision to be home; rather the place of care seemed obvious and natural. The care at home provided a sense of normality where family life could continue. The decision was also influenced by the child's wishes that were associated with previous negative hospital experiences. This ability to care for the child at home was also related to the amount of health care support received, which made the parents feel more in control of the process. The uncertainty of what to expect, and how long the dying trajectory would last, created exhaustion and
• who had lost an AYA to cancer (aged 12-25) over 12 months previously
• who were willing to tell their story about the experience.
The family members were recruited through the media (local newspapers, local television stations and an Australian magazine). The final number of family members recruited to the study was 26. Of this 26, six of the family member's stories tell of the experience of the transition into palliative care. Of these six all of the family member's initially sought to care for the AYA at home Table 1 represents the family member's relationship, AYA information and place of death.
For the purpose of this study family preferred not to use pseudonyms and requested the AYAs and their real name be used. Additional ethical approval was obtained from Southern Cross University's Human Research Ethics Committee for this to be possible (Approval number ECN-08-029).
Narrative Analysis
Selected methods of narrative analysis were used to analysis the stories [28, [30] [31] [32] [33] [34] [35] . Figure 1 links the steps of narrative analysis for this study with specific processes and relevant authors.
Results
For the family members in this study there was a point in the cancer journey when they knew the AYA was going to die. The transition into palliative care varied depending when EOL discussions were initiated. Associated with the transition was the decision of where the AYA would die. Six of the 26 family members' spoke openly about the experience of caring for the AYA at home during this transition. The family members spoke of positive and negative experiences associated with this transition. For example, for Thomas this transition into palliative care was a positive experience, Irene spoke of how this made it easier for the family: Creation of the meta narrative through the identification of themes using colour coding (Taylor 2006) Organisation of the themes and subthemes using tree nodes in NVivo8 computer software
Organisation of similarities and differences of participants' stories within the themes and subthemes to create the final meta-narrative where the care would be delivered in this transition to palliative care. This is in contrast to Jenny and Kerry who found it difficult making this transition into palliative care.
Jenny said there was no place for Brenton to go. The Children's Hospital abandoned them and wouldn't take him and the Hospice was for older people: 
. It was an awful time because it was just so higgledypiggledy, there was nothing in place … I'd ring the Children's Hospital and they'd say "we'll put you on to the pain relief people". And you think well okay but this is not what I need. I needed to have somebody to help out with everything but there wasn't that help … he wanted to die at home so I wanted him to be with me but I just needed a respite every so often because it was very hard work when you don't know how long it is going to take, it's just all really hard."
Kerry had been told to go home as it was the best place for Alinta, however there was no help and Kerry felt overwhelmed:
"So there was no choice as far as I could see, that someone had given me a 24 hour watch, with no help … I don't understand why that was, that I had to go home and look after her. They're telling you that's the best place but where was the help? They just told me to take her home. Now that's ridiculous."
Kerry also found it difficult to assimilate the concept of palliative care. To her palliative care was associated with going to a cemetery and looking at a grave every day:
"The doctors … they told me about the word palliative and that, you know you've always thought palliative was a care … So it goes with kindness because that's what caring is, caring is nice and soft and lovely. But it's not, it's actually where you go when you're dying … I said not to say that word, it makes me nearly vomit. It's like going to a cemetery and looking in a grave every day."
Jenny and Kerry felt they had no choice but to care for Brenton and Alinta at home with Jenny believing there was no other place and Kerry being told it was the best place for Alinta. Sue knew she couldn't cope with Ben at home, and he returned to the hospice where he was nurtured and cared for and he was able to make his hospice room his own:
"Ben came home and he was home I think, two days, and he had a fall, his legs gave way, and I knew then he had to go back to hospital because I couldn't lift him. He was taller than me and my husband was sinking deeper and deeper into depression, so I knew I couldn't depend on him, so we got him back into Calvary and the people there are just angels, just fantastic. They couldn't do enough for him, he was in his own room, they bent over backwards to get the food he wanted and they were just so caring and the room was bright, we overlooked Botany Bay … and they ( the nurses) said "look, you make this room yours," so everyone who came in, all his friends, would bring pictures, so the whole wall was full of photos … and CanTeen (support organization for AYA's living with cancer) made a big banner for him. They all signed that and he had that, until the day he died."
For Deborah the transition into palliative care was made difficult when Matthew asked to go home to die. The doctor at the hospital did not want him to go home and Deborah had to insist that he be allowed to go. 
"Matthew had actually said "I don't want to keep coming to

"The last month he was sleeping a lot more because when he was awake he was in pain and they never, ever managed his pain. It was never, ever fully under control … That's very difficult to cope with … really hard. I mean if they have managed his pain I perhaps would've maybe coped a little bit better … towards the end I couldn't deal with it because he was just screaming in agony and it was just, awful."
This feeling of being overwhelmed with the suffering of dying is reflected in Fulvia's story. Jadye wished to stay at home but the symptoms and the pain became so overwhelming that Fulvia believed she had no choice and Jadye had to return to hospital.
"We sat up for night after night with her screaming and all these tablets I could give her and then the next morning when she woke up she had a black eye, all her arms were bruised, she had bruises coming up everywhere … and she didn't want to move, and she just begged me, "no leave me at home, leave me at home" and I yelled at her and made her go to the hospital and she never came home … and the first night … she was in pain and they had her drugged up … then … she sort of wasn't herself … she was not with it … they said she was too ill, to bring home again and she was too ill to move to palliative care. [ 
Discussion
A good death is facilitated by people being involved in discussion about the transitions to palliative care early in the dying journey. Stillion and Papadatou [21] , and Wolfe J et al. [15] recommend that palliative care be introduced concurrently with the diagnosis.
Clayton et al. [36] in their clinical practice guidelines for communicating end-of-life issues with adults, believe health care professionals are uncomfortable discussing these end of life options. The dominate communication pattern in American society is closed awareness in which everyone behaves as if the patient is not terminally ill [37] . This communication pattern has been associated with an isolated dying journey [37] . Reasons for these communication patterns are "perceived lack of training, stress, no time to attend to the patient's emotional needs, fear of upsetting the patients and a feeling of inadequacy or hopelessness regarding the unavailability of further curative treatment". Given these reasons for not initiating discussion on the transition to palliative care with adult patients, issues associated with AYAs and their families are even more complex and confounded.
Research demonstrates that patients believe the best place for an AYA to die is at home [16] [17] [18] [19] 21 ,38] a place in which Williams [39] describes as an authentic place in which the AYA and the family are psychologically rooted. Brown et al. [40] comment that a home death facilitated being there, sustained relationships, normalcy, self direction and reciprocity which are all important elements for the AYA and the AYA's family members' journey.
In Foreman et al. [19] survey this strong preference to die at home was particularly relevant in younger people. Grinyer and Thomas [16] believe the alienating hospital experience contributed to the young person's wish to die at home. This is supported by Hannan and Gibson's [24] study where they found that a child's decision to die at home was related to negative hospital experiences. A home death is associated with the opportunity to be surrounded by family and friends [16] and to provide a sense of normality where the family life could continue [24] . This positive experience of dying at home is confirmed by Irene and Deborah's stories. In contrast for Jenny and Kerry the decision for Brenton and Alinta to die at home was based more on necessity than choice. Both Jenny and Kerry describe a lack of support, help and coordination of care which was overwhelming and hard. It is not evident if Jenny wanted Brenton to die at home or if she would have preferred him to die in a more controlled environment. Jenny described a lack of home support for her in Brenton's dying journey. This lack of support and feeling overwhelmed is also evident in Deborah's story when she became overwhelmed with Matthew's pain.
Despite the reality that most young people say they wish to die at home [16] [17] [18] [19] and research that reveals the decision is associated with contributing to the overall quality of peoples' lives; facilitating a sense of normality, security and personal control [41] this reality is not always possible. Williams et al. [42] have suggested that dying at home can be associated with struggle and a place of physical, emotional and organisational labour.
Morris and Thomas [41] highlight that the place of death is more complex than assumed, with the social relationship of the carer playing a significant role in the preference of place of death. This can be seen in Jenny's account of caring for Brenton at home. Despite the exhaustion and hard work she continued caring for him at home because that was where he wanted to be. Gomes and Higginson's [43] literature review demonstrated that the provision of intensive home care was associated with home dying. Brown et al. [40] identified the following factors associated with a home death: a willing and able caregiver; the patient is not too ill; the home environment can be adapted to meet the patient's needs; and adequate services are provided if the patient is not too ill. Although there is a paradox in that patients with limited access to health and palliative care in rural areas were more likely to die at home [43] . This paradox suggests that perceived limited choice of place of death has an influence on dying at home, as was seen with Jenny and Kerry. In both Jenny's and Kerry's stories they believed there were no health services which could adequately provide the care for Brenton and Alinta, with Jenny describing the Hospice as full of old people and Kerry describing palliative care as like a cemetery.
The association of the words palliative and dying as told by Kerry is confirmed in a study by Monterosso and Kristjanson's [20] . The study obtained feedback from semi-structured qualitative interviews from 24 parents in five tertiary paediatric oncology units across Australia. There were 10 interviews from Perth (WA), five from Melbourne (Vic), five from Brisbane (Qld) and four from Sydney (NSW). The study focused on children who had died of cancer and explored with parents their experience and understanding of palliative care. The findings affirm that the dying trajectory for parents, whose child died of cancer, is tempered with chronic uncertainty and apprehension in which parents attempt to manage the practicalities of caring for a dying child. Within this context, parents constructed palliative care negatively, with little understanding of palliative care having a wider continuous process. The study found this lack of understanding of palliative care is also characteristic of health care professionals. The authors relate that early recognition of a child's prognosis creates stronger emphasis on lessening suffering and integration of palliative care. This is reinforced by Gomes B [44] Australian qualitative study which examined the experience of transition to palliative care from the perspective of curative and palliative care nurses and patients. The patients required time to assimilate that the focus of care had changed. Often this new understanding does not occur due to quick referrals to palliative care as a result of the pressure within the curative system. Within this context the patients were often not included in the decision making process. The suggestion of transition to palliative care was associated with fear and misunderstanding as most patients associated it with imminent death. Overlaying this was the reality that the patients' believed they had no real choice in their transition to palliative care. Added to this reality was the fact that few patients had relevant information about what palliative care was and many only received this information when they were transferred to the Hospice. Of importance is acute care nurses lack of knowledge concerning the breadth of services available in palliative care?
The literature suggests that struggle; lack of support, lack of understanding of palliative care and the physical and emotional limitations of the carer has been associated with families lack of ability to care for the AYA at home and therefore care continuing within the hospital system [22, 23, 25] . This is reflected in Fulvia's story where despite Jadye wanting to stay at home, there was a sense of being out of control and feeling powerless to manage the symptoms. This emergency hospital admission was the first time Jadye and Fulvia openly spoke about dying.
On the other hand Sue was given the choice for Ben to receive palliative care in a local hospice when the attempt to manage the dying at home was not possible. Despite Ben's initial reluctance, the hospice provided a healing place to support Ben and Sue through the dying journey.
The therapeutic value of hospice care is confirmed by Grinyer and Thomas [16] . They found that if the dying was handled with sensitivity and respect for the AYA's individuality, and comfort was provided for the parents, the death was less traumatic. This was further reinforced by Ronaldson and Devery [45] who described the hospice environment as a place that empowers the AYA to make choices.
Stillion and Papadatou [21] suggest other barriers associated with the ability to choose a place to die includes an unwillingness to give up on a possible cure, an inability to cope with the dying experience and isolation and helplessness in communities where hospice care for children is non-existent. This lack of hospice care for children would no doubt extend to AYAs as was noted in Jenny's experience of not wanting to leave Brenton in the Hospice which was full of old men and believing she had been rejected by the paediatric system.
The present study suggests that the limited choices that Jenny, Kerry, Deborah and Fulvia experienced may have been a result of not enough information, and lack of co-ordination of the transition from the curative to the palliative system of care. The literature review found that the transition to palliative care is not always evident. This was particularly relevant for children dying from cancer for which aggressive treatment is maintained until the end [15, 17, [46] [47] [48] . This is evident in the stories in this study in particular Deborah who had to fight for Mathew Anthony to die at home as the hospital insisted that further cancer treatment was required. The stories suggest there are no guidelines within the curative system concerning when to commence the dialogue of transition to palliative care with AYAs and family members. This resulted in perceived limited choices for four of the family members who described the hardship and struggle of trying to support an AYA at home, to the extent that Fulvia had to return to the curative hospital system where Jadye died. These six stories demonstrate the importance of the EOL discussion of place of death being initiated early so the carers and the AYAs can be supported during this transitional stage through to death.
Conclusion
EOL decisions are the hardest part of the cancer journey and require time and information [49] . Effective and compassionate communication with children and their families is associated with high quality end of life care and the establishment of realistic goals [10] . The literature suggests that a home death is the preferred place of death particularly for young people [16] [17] [18] [19] . This preferred place of death is not always possible for numerous reasons which include the emphasis on cure in the medical system, inability to manage symptoms, lack of support and the ability of the carer to manage the dying trajectory. It is not known if the AYA or the family members in this study were engaged in any formal or comprehensive discussions as to transition to palliative care.
Anghelescu et al. [50] , advocate for a more holistic approach to palliative care, as a way to clearly provide appropriate care and symptom management when dying. This supports the idea that palliative care be introduced early in order for patients and family members to plan their model of care [15, 18, 21, 38, 48] which is timely and integrated [51] and structured and coordinated [38] . Research has indicated that if palliative care is introduced early, the AYA is more likely to die supported at home [38] which is their preferred place of death [16] [17] [18] [19] . This is further reinforced by the 2010 Australian National Palliative Care Strategy [52] . Goal number two is "to enhance community and professional awareness of the scope of, and benefits of timely and appropriate access to palliative care services" [52] . The six stories in this paper provide further support for the transition into palliative care being structured and co-ordinated so the choice of where to die is coordinated and resourced to provide adequate support for the carer to facilitate a good death for the AYA.
